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The C-TAC (n.d.) who hosted the Summit is made up of patient and consumer advocacy groups, health care professionals and providers, private sector stakeholders, faith-based organizations, and health care payers. The mission of this not-for-profit, non-partisan alliance is to collaborate with others, transform advanced illness care by changing the U.S. health delivery and payment systems, reform public and private policies, improve provider capacity, and empower consumers to be the beneficiaries of better care (C-TAC. n.d.). The goal of this coalition is to ensure that people living with advanced illness receive high quality care regardless of setting. This Summit's focus was on building on the previous Summit in 2013 toward leading change based on the current evidence.
This Summit clearly had a PCORI feel to it, the stakeholders were all in the room. The investment of the diverse group of stakeholders was impressive and presented significant areas rich for research. The welcome to the meeting was given by Leonard D. Schaeffer, the founding chairman and CEO of WellPoint from 1992 to 2004, who now is the Judge Robert Maclay Widney Chair and Professor at the University of Southern California. The mission of the meeting was further delineated by Dr. Victor Dzau, the president of the IOM and Dr. Joe Selby, the director of PCORI. There was a significant effort throughout the conference to focus not only on adults and older adults but also on our young who are faced with advanced illness and in need of end of life care. The second day was highlighted by poignant speakers sharing their stories about living with advanced illness. These speakers were followed by examples of integrating clinical and community models of care. I attended workshops that were influenced by my participation in National Institute of Nursing Research's Science of Caregiving Research Roundtable (Cacchione, 2014) . Dr. Patricia Grady, PhD, RN, FAAN, the director of the National Institute of Nursing Research, along with Regina Greer-Smith, president of Healthcare Research Associates, involved the workshop participants on how to engage patients in the implementation and dissemination of research on advance illness care. Following this workshop, I participated in a family caregiver support workshop led by Dr. Susan Reinhard, PhD, RN, FAAN, senior vice president of the American Association of Retired Persons Public Policy Institute, and Gail Gibson Hunt, the president and CEO of the National Alliance for Caregiving. This workshop was supported by many family caregivers in the room who reinforced how important more participatory research was to improve advanced illness care. This workshop reinforced the importance not only of the patient's voice in research but also of the caregiver.
The second day ended with a wrap-up by the two chairs of C-TAC, Bill Novelli and Tom Koutsoumpas; both men are extremely passionate about improving care for all who suffer from advanced illness. They defined advanced illness as a time when one or more conditions become serious enough that general health and functioning decline and curative care begins to lose effect-a process that extends to the end of life (www.thectac.org). Just prior to this wrap-up, there was an amazing demonstration of bipartisanism. Senators Johnny Isakson (R-GA), Mark Warner (D-VA), and Sheldon Whitehouse (D-RI) shared their collective mission of passing legislation that improves the way clinicians care for people with advanced illness, starting with a focus on end of life decision making. Previous conversations around this essential health care issue were derailed by labeling clinician conversations around end of life as "Death Panels." A lot of progress has been made around end of life preference conversations, but there continues to be a need for more research around end of life preferences in a culturally informed manner.
This Summit raised research questions across the life span to address the needs of those with advanced illness. Ultimately, a powerful message was communicated, loud and clear, to the participants: "Collectively, patients and families, clinicians, insurers, researchers, and industry leaders, can change the way we care for advanced illness." It was clear that everyone who participated in this Summit had been personally or professionally affected by someone with advanced illness. As demonstrated by this stakeholder conference, the next challenge is for researchers to create their own panels of stakeholders to help identify the researchable questions to improve advanced illness care within their choice of populations, settings, or health policy issues.
